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FASD Summer Programs

Part 1: Overview of
Summer Programs for FASD

INTRODUCTION

Each year, as many as 40,000 babies in the United States are born with fetal alcohol spectrum
disorders (FASD), costing the Nation about $4 billion. FASD is an umbrella term describing the range of
effects that can occur in an individual whose mother drank alcohol during pregnancy. These effects may
include physical, mental, behavioral, and/or learning disabilities with possible lifelong implications. The
term FASD is not intended for use as a clinical diagnosis. It refers to conditions such as fetal alcohol
syndrome (FAS), alcohol-related neurodevelopmental disorder (ARND), and alcohol-related birth defects.

To help address FASD, the Substance Abuse and Mental Health Services Administration (SAMHSA)
launched the FASD Center for Excellence in 2001. The Center’s goals are to advance the field of FASD
and facilitate the development of comprehensive systems of care. Among the Center’s six legislative
mandates is a requirement to study innovative clinical interventions and service delivery improvement
strategies.

The Center’s mandate to study interventions and service delivery stems from the lack of tested
strategies for addressing FASD. SAMHSA defines “best practices” as “practices that incorporate the best
objective evidence currently available regarding effectiveness and acceptability.” For most complex
problems observed in individuals with an FASD, the search for best practices remains elusive. To date,
no controlled studies have demonstrated the effectiveness of any intervention on any of the problems seen
in persons with an FASD.

In the absence of tested methods, parents and caregivers of persons with an FASD have attempted to
develop effective interventions. From these family efforts, the family camp concept in FASD
intervention emerged. For many reasons, summer camps are considered a possible promising practice for
intervening with children, youth, and families affected by FASD.

To explore summer family programs as an intervention strategy, the FASD Center supported two
pilot programs: one in Michigan in August 2002 and one in Washington in August 2003. The programs
provided educational and recreational activities for children, adolescents, and young adults with an
FASD. The programs also included training and respite for parents and caregivers.

This report describes the origins of summer programs for persons with special needs, special needs
camps as a promising practice, and details of the Michigan and Washington programs. It also discusses
whether family camps for persons and families affected by FASD can be considered a promising practice.

Finally, the report includes an agenda, which may help individuals and organizations interested in
planning similar programs.

ORIGINS OF SUMMER PROGRAMS FOR PERSONS WITH SPECIAL NEEDS

From its inception, summer camping has been touted as a valuable learning experience and rite of
passage for American youth. The first organized summer camp was initiated in the United States in 1861
at a military school for boys. Private camps started in the 1880s and YMCA, Boy Scout, and Camp Fire
Girls camps in the 1890s. By 1914, summer camping was described as “an experience that every boy and
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girl should have....Camping intensifies friendship and friendship furnishes the motive and reward of most
of our efforts.™

Since the early 20th century, camping has thus been perceived as a key component in the social
development of children and youth. For families of individuals with an FASD, the summer camp could
be viewed as the answer to their children’s isolation and loneliness. It could also provide much-needed
respite and a chance to bond with similar families.

Mitchell and Meier defined organized camping as “a community of persons living together as an
organized, democratic group in an outdoor setting.”” Trained staff supervise recreational activities based
on participants’ needs and interests. The camp program focused mainly on the natural environment as a
way to promote the mental, physical, social, and spiritual growth of the camper.

Today there are more than 12,000 camps in the United States with 7 million child and adolescent
participants each year.® A wide range of camps is available, including camps for youth from preschool to
high school, adults, families, and individuals with special needs. The first summer day camp for children
and adults with mental retardation was organized in 1963. Later, the Special Olympics was established as
a summer sports program for “exceptional children.”

Although the number of summer camps has grown over the past several decades, few camps
adequately serve children with special needs. The camps that do exist often have long waiting lists.
Special needs camps are usually cost- and labor-intensive due to many factors, such as special diets,
medication management, physical disabilities, and behavioral disorders.

Many children and adolescents with an FASD require a camping experience that addresses multiple
areas of need. Due to the lack of special needs camps, especially those serving campers with the
difficulties associated with FASD, families and caregivers began to develop camps for these individuals.
The FASD therapeutic summer camp also borrowed from the family camp concept, which has become
popular in recent years. Family camps offer activities for children, adolescents, and parents and
caregivers, which can be economical and enjoyable for all involved.

For families of children and adolescents with an FASD, turmoil and stress may be part of everyday
life. The concept of a summer camp specifically for FASD may give parents and caregivers respite, adult
interaction, and a chance to see their children happy, successful, and relating to their peers.

SPECIAL NEEDS CAMPS AS AN EFFECTIVE PRACTICE

Research on summer camps has noted positive outcomes for children and adolescents in the United
States and abroad with special needs, including:

= Various diseases such as kidney disease,*° diabetes,**"** cystic fibrosis," and HIV/AIDS™
= Burn injuries’’

= Motor problems®® and sensory integration deficits*

= Mental retardation®

= Behavior problems®

These special needs camps involved 5 days to 2 weeks of residential status, traditional camping
activities (therapeutic sports, horseback riding, campouts, cooperative and competitive social play, etc.),
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training in knowledge and management of the disability, nutritional planning, instruction in activities of
daily living and independence skills, and psychosocial services for parents and youth. Children and
adolescents attending special needs camps have exhibited a variety of improvements:

= Increased life adaptation and self-confidence'*%

= Increased independence and self-care capacity”*

= Improvements in disease self-management™

= Improvement in nutritional habits and associated weight changes™

= Increased awareness that participants were not the only ones dealing with disability issues™
= Acquisition of more realistic “self-views™

= Acquisition of new physical and recreational skills™

= Experience of success in cooperative and competitive situations™
= Experience of friendships™

= Decreased anxiety?

= Positive changes in children’s behavior™

For parents and caregivers, improvements reported after the camping experience included greater
awareness of their children’s skills in managing their disease™ and a welcome respite that decreased
“burnout.”?

Some success has been seen in FASD-specific programs. Evaluation data from a July 2004 FASD
Training Retreat for families in Alaska indicate that the training provided to parents and caregivers was
useful and provided new information. Participants indicated that they would recommend the training to
others. Participants also noted that they appreciated the opportunity to meet other parents, build support
networks, and see the children interact. Volunteers of America, Alaska, runs an annual “FAScinating
Families” camp, but no evaluation data are available on long-term outcomes.

Despite the lack of outcome data, summer programs for individuals with an FASD and their parents
and caregivers is a potentially beneficial practice. The Michigan and Washington experiences provide
insight into the needs of individuals and families affected by FASD and how such needs might be
addressed. The results for participating youth and adults provide some indication of whether the FASD
summer program is a promising practice for this population.

MICHIGAN AND WASHINGTON FASD SUMMER PROGRAMS
The goals of the Michigan and Washington FASD programs were to:

= Provide individuals with an FASD and their caregivers with an enjoyable and educational experience.
m  Facilitate networking among individuals with an FASD and their caregivers.
m  Teach self-advocacy skills to individuals and families affected by FASD.

Program Concept

Although the goals were similar, the underlying concept for each program differed. For the Michigan
program, a well-known nurse and FASD advocate and her adopted adult son with FAS envisioned a
summer conference in a camp environment. The conference would help adolescents and adults with an
FASD understand their disability and find better ways to live with it. The conference planning committee
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would include individuals with an FASD, who would help plan content and activities. The conference
would include lectures and small group workshops, skits, and recreational activities. In addition, a town
hall meeting would be convened for participants and family members to tell experts and representatives
from State and national agencies about living with an FASD.

The conference was held in a camp environment to best meet the needs of attendees with short
attention spans, impulsivity, memory problems, and a need for physical activity throughout the day. Most
hotel settings could not meet these needs. In addition, as people with an FASD got older, they attended
conferences that did not address their needs. They wanted their own conference that would be on their
level and address their needs as they see them.

The main concept was that this be a conference by and for individuals with an FASD and truly be
their conference, not something developed by professionals or parents. They needed ownership, so over
half of the planning committee were individuals with an FASD. The remaining committee members were
support persons. Although most of the support persons were parents who had a positive experience, no
part of the program was specifically planned to meet their needs.

The Washington program was more like a family camp. It was conceived by researchers at the
University of Washington FAS Diagnostic and Prevention Network (DPN) and Stone Soup Group. Stone
Soup helps conduct the FAScinating Families camp and provides behavior management training and self-
advocacy skills to families in Alaska affected by FASD. The Washington camp focused more on
educating parents and caregivers. Objectives included:

m  Give parents of children with an FASD an opportunity for respite, education, and networking.
Training topics included Positive Behavioral Support (PBS), advocacy, and sensory integration.

m  Give children with an FASD the opportunity to interact with other children in supported and well-
supervised recreational and social activities.

= Provide opportunities for siblings to meet and interact with other siblings of children with an FASD.

Program Content

The Michigan conference was designed primarily by and for adults with an FASD. Its main objective
was to provide professionally conducted education. Various professionals gave lectures on topics such
as:

m  Understanding the disabilities associated with FASD
m  Coping with disabilities

m  Self-advocacy

= Employment issues

m  FASD prevention

= Anger management

m  Dealing with the criminal justice system

m  Social skills building through practice

Participants also engaged in age-appropriate social and recreational activities. The content was based
on the “wisdom of practice” of families, professionals, and caregivers who were caring for individuals
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with an FASD or researching the disorders. Content was based more on what had been learned from
experience than on any particular theory.

The Washington camp content included a theory-based intervention, PBS, as well as advocacy skills
and ways to restructure the environment for children with sensory issues. The camp also included family
networking opportunities, caregiver respite and stress reduction, family-strengthening activities, and age-
appropriate therapeutic social and recreational activities. The camp was originally designed for children
in middle childhood but actually included infants through late adolescents.

Both sites were specifically designed for a special needs population. Activities in Michigan included
swimming, boating, horseback riding, wall climbing, line dancing, drumming, and campfires.
Washington camp activities included swimming, crafts, ball play, trampoline, miniature golf, baking, and
science projects. In addition, the Washington camp offered clowns, magicians, carnivals, and slumber
parties for youth. Caregiver respite opportunities included massage, scrapbooking, and blanket making.
Both sites provided structure, stimulation, relaxation, and social interaction for the families.

Participants and Staff

The Michigan conference had 77 attendees (32 parents and caregivers, 8 professionals, and 37
participants with an FASD). Four of the caregivers were birth mothers, and the rest were foster or
adoptive parents or other caregivers. Each participant was required to have a support person throughout
the conference. Participants ranged in age from 15 to 37 years, with at least half having a criminal justice
history. Participants appeared to range from mildly to severely disabled.

The Washington camp had 49 attendees, including 16 parents and caregivers and 33 children and
adolescents. There were two birth families and seven foster and adoptive families. Camp participants
ranged in age from 11 months to 19 years. Twenty-two children were diagnosed with some sort of an
FASD and 11 were biologic, foster, and adoptive siblings or friends. Individuals with an FASD ranged
from mildly to profoundly disabled, with most functioning in the mild range.

Although it had not been originally planned, several caregivers could not attend the Washington camp
without bringing the entire family. This change helped create an integrated camp, with typical youth
interacting with youth with an FASD. During the day, campers were divided into age-appropriate groups
(with an approximate 1:3 counselor-camper ratio), as in typical summer camps. Counselors had received
intensive prior training in special needs and the needs and issues of persons with an FASD.

Partners and Sponsors

The Michigan conference was partially supported by the SAMHSA FASD Center with contributors,
supporters, and sponsors from over 16 additional private and public agencies. Speakers were from major
government and research organizations involved with FASD.

The Washington camp received major support from the SAMHSA FASD Center. The Stone Soup
Group provided the PBS and advocacy training for parents. DPN provided participants and staff, and the
Volunteers of America provided the campground and counselors.

Outcome and Process Evaluations

The most striking outcome of both programs was the lack of major disruptive behavior by any of the
participants, despite prior criminal justice system involvement or a history of challenging behaviors.
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Thus, both programs provided a supportive environment and staff to minimize difficulty. Structure, small
groups, and frequent breaks contributed to positive outcomes.

Both programs used a process evaluation to determine:

m  Fidelity of the program to planned procedures
= Knowledge gained
= Participant satisfaction

Michigan

The Michigan conference included an onsite evaluation and a 3-month followup. Questions for
individuals with an FASD addressed knowledge of FASD prevention techniques, neurologic dysfunction
associated with FASD, self-advocacy skills, dealing with police matters, and anger management.
Individuals were also asked about their favorite activities (“name two cool things you did at this
conference”).

Caregivers were asked what should stay the same and what should be changed if the conference were
replicated. They were also asked what procedures could be used to help individuals with an FASD
remember what they had learned and which parts of the conference were most helpful. Followup
questions asked about:

m  Procedures used to reteach information taught at the conference

m  Participation of persons with an FASD in FASD-related prevention activities or presentations
= Changes made in the life of the person with an FASD

m  Topics that should be addressed at future conferences

m  Problems encountered related to the conference

Between one-half and three-fourths of caregivers answered onsite questionnaire items and 20 to 27
percent answered followup items. One-fourth to one-half of individuals with an FASD completed onsite
evaluation items. Poor fine motor control, difficulty thinking and writing at the same time, and problems
putting ideas on paper made evaluation a huge challenge. However, participation in the evaluation
process was better than expected.

The knowledge questions for participants indicated that most could associate drinking alcohol during
pregnancy with FASD. Regarding self-advocacy, one-third indicated that personal responsibility was
most important. The remainder selected community education, seeking assistance, and FAS awareness as
ways to achieve this goal. When asked about how to respond when stopped by the police, most
individuals replied that they should provide standard information and control their emotions. Few
reported that they should mention their FASD, although this response was suggested at the conference.

When asked what to do when they felt anger, most of the persons with an FASD who responded
stated that they should redirect their energy and maintain self-control. Few reported that they should
communicate their feelings. When asked which activities they preferred, half reported that they enjoyed
the outdoor activities the most and the other half reported that they enjoyed indoor activities and
friendships.
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Caregivers said that the most valuable aspects of the conference were the structure, teaching sessions,
and professionals in attendance. Major areas for change included scheduling/length (“too short™) and
activities. Most caregivers who responded cited review sessions/reminders, communication, and support
groups as most helpful in reinforcing knowledge for persons with an FASD. Caregivers found the adult
interaction the most helpful part of the conference, with interaction among individuals with an FASD,
interaction with experts, and the opportunity to be heard also of significance.

At followup, most caregivers responded that they had or would use community education and FASD
training to reteach the knowledge acquired at the conference. Only a small number stated that they would
use reminders. Over half the responding caregivers stated that the individual with an FASD had attended
FASD prevention activities or presentations, but the percentage who had regularly attended these events
before the conference was not known.

Most caregivers reported that the conference helped them feel that they were not alone and increased
their self-confidence and self-advocacy skills. Coping strategies were suggested as the most important
topic that should be discussed in future conferences. In addition, most caregivers responded that more
planned activities for individuals with an FASD should be offered in future conferences. They also
thought that making new friends and relating to other individuals with an FASD was a major contribution
of the conference.

It is difficult to determine whether new knowledge was acquired by individuals with an FASD,
because no baseline questions were asked and most participants did not respond to the questionnaires.
However, verbatim responses of participants indicated that they had enjoyed the conference and had
probably learned new social and recreational skills. The caregivers clearly benefited from the
networking, socialization, and information. Some wanted a longer program.

The high level of structure and organized activities for individuals with an FASD and their caregivers
were major factors in the conference’s success. However, carryover from the conference could not be
determined by the followup questions and responses. Rehearsal of material learned at the conference was
not common and most likely persons who were active in FASD-related activities before the event
remained active after.

Washington

The Washington camp evaluation achieved a 100 percent participant response rate onsite and a 73
percent 3-month followup response rate. Most of the parents and caregivers thought that the camp was
worthwhile and met their children’s needs. They were satisfied with the camp length, structure,
supervision, and safety and thought that the camp was well organized and should be recommended to
others. Parent networking, relaxation activities, and the children’s interaction with peers were viewed as
extremely important components of the camp. The camp counselors were also asked about their
satisfaction with the camp. Most echoed the parents about the importance of the camp’s organization,
structure, and supervision.

Most of the parents and caregivers were satisfied with the parent training workshops. All three
trainings (PBS, sensory integration, and advocacy) got high marks. Most parents and caregivers wanted
to attend similar camps in the future.

Followup results indicated that parents retained the basic tenets of the PBS process over the 3-month
period. They found PBS to be helpful and said that they had applied information learned. Most had also
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shared information about PBS with others. Although all caregivers attending reported that their children
displayed challenging behavior, most had never been instructed in PBS.

The 4 days of parent training, networking, respite, and structured, age-appropriate, therapeutic social
and recreational activities for children were important to participating campers. No questions were asked
about improvements in the children’s behavior or overall functioning after the camp or the caregivers’
sense of well-being. Thus, long-term effects on behavior and functioning are not known. However, 1-
year followup information collected at a 2004 camp indicated that participants remained in contact with
individuals they met in 2003 and had more confidence, access to resources, advocacy skills, and
knowledge about individualized education plans. Most of the parents and caregivers attributed these
improvements to the camp experience.

Evaluation results from the 2004 camp in Washington indicate that the camp was successful. Results
of a 3-month followup indicate that participants have kept in touch with families they met at the camp,
through the support group, phone calls, in-person meetings, or e-mail. Most respondents indicated that
their knowledge of critical services and access to services had increased, as well as their access to parent
and community supports and networking. They also reported decreased stress and increased competence,
resiliency, hope and healing. They attributed many of these changes to the camp experience.

Lessons Learned

The Michigan and Washington summer programs show that children, adolescents, and adults with an
FASD can behave productively in a highly structured and organized age-appropriate environment with
trained professionals. A supportive environment can reduce challenging behaviors and such adaptive
responses can last for several days. The programs also provide evidence that effective service delivery is
possible for individuals with an FASD and their caregivers.

The FASD summer program may be an effective short-term strategy, but data do not support such
programs as a long-term treatment. The Michigan and Washington evaluations do not provide data
beyond 3 months. Without more rigorous evaluations, it is difficult to conclude that the observations and
client satisfaction reports were a valid and reliable representation of what occurred. However, when
major professionals in the field collaborate to develop an intensive, short-term approach to the problems
of FASD, success may be achieved.

FASD SUMMER PROGRAMS AS A PROMISING PRACTICE

The success of these two FASD summer programs and the reported success of summer camps for
other special needs indicate that this strategy might have potential as a promising practice. However, the
summer program is an ancillary service included in the comprehensive services offered to persons with an
FASD. The summer program is not the primary intervention or a major intervention for individuals with
an FASD. Research with similar populations of individuals with complex neurologic dysfunction
indicates that they need comprehensive, multidisciplinary, intensive, lifelong services to maximize
functioning. A 4-day program provided once or twice a year is insufficient.

The major goals of the summer programs were to teach individuals and their caregivers the skills to
manage the disorder, promote positive interaction with the social and physical world, and provide respite
and recreation. The two programs assessed seem to have met those goals and yielded a high level of
participant satisfaction. However, they served a small number of families, so it is unclear whether such
programs are appropriate for all members of this population.
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Demonstrating the effectiveness of the FASD summer program through scientifically validated means
requires further effort. Anecdotal evidence, observation, and participant satisfaction surveys indicate
promise. In addition, many of the program components are strategies that have been found to be
successful with similar populations of neurologically impaired individuals:

m  Parent/caregiver training, particularly in behavior management skills
m  Parent/caregiver coping and relaxation training

m  Self-advocacy training

= Networking and support from those with similar problems

= Organized and structured learning environments

m Age-appropriate social and recreational activities

= Multidisciplinary staff

m  Trained mentors and skilled therapists and supervisors

m  Family-strengthening activities

m  Structured social, communication, and problem-solving skills training and practice in real-life
environments

Providing training, respite, and opportunities to practice social skills is useful as a short-term program
for individuals and families affected by FASD. The summer camp program also may prove helpful in
identifying components of promising and best practices for future interventions.
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